Over the past four decades, there has been a widespread movement to increase the involvement of patients and the public in health care. Strategies to effectively foster consumer participation are occurring within all research activities from research priority setting to utilization. One of the ten principles of the Cochrane Collaboration is to Ôenable wide participationÕ, and this includes consumers. The Cochrane Musculoskeletal Group (CMSG) is a review group of 50 within the Collaboration that has been working to increase consumer participation since its inception in 1993. Based in Canada, the CMSG has embraced the concept of knowledge translation as advocated by the Canadian Institutes of Health Research. The emphasis in knowledge translation is on interactions or partnerships between researchers and users to facilitate the use of relevant research in decision making. While the CMSG recognizes the importance of reaching all users, much of its work has focused on developing relationships with people with musculoskeletal diseases to enhance consumer participation in research. The CMSG has built a network of consumer members who guide research priorities, peer review systematic reviews and also promote and facilitate consumerappropriate knowledge dissemination. Consumers were recruited through links with other arthritis organizations and the recruitment continues. Specific roles were established for the consumer team and responsibilities of the CMSG staff developed. The continuing development of a diversified team of consumer participants enables the CMSG to produce and promote access to high quality relevant systematic reviews and summaries of those reviews to the consumer.
Abstract
Over the past four decades, there has been a widespread movement to increase the involvement of patients and the public in health care. Strategies to effectively foster consumer participation are occurring within all research activities from research priority setting to utilization. One of the ten principles of the Cochrane Collaboration is to Ôenable wide participationÕ, and this includes consumers. The Cochrane Musculoskeletal Group (CMSG) is a review group of 50 within the Collaboration that has been working to increase consumer participation since its inception in 1993. Based in Canada, the CMSG has embraced the concept of knowledge translation as advocated by the Canadian Institutes of Health Research. The emphasis in knowledge translation is on interactions or partnerships between researchers and users to facilitate the use of relevant research in decision making. While the CMSG recognizes the importance of reaching all users, much of its work has focused on developing relationships with people with musculoskeletal diseases to enhance consumer participation in research. The CMSG has built a network of consumer members who guide research priorities, peer review systematic reviews and also promote and facilitate consumerappropriate knowledge dissemination. Consumers were recruited through links with other arthritis organizations and the recruitment continues. Specific roles were established for the consumer team and responsibilities of the CMSG staff developed. The continuing development of a diversified team of consumer participants enables the CMSG to produce and promote access to high quality relevant systematic reviews and summaries of those reviews to the consumer.
Background
Over the past four decades, there has been a widespread movement to increase the involvement of patients and the public in health care. As early as 1978, there was global promotion of this movement by the World Health Organization (WHO), which was evident in the announcement of their vision in primary health: ÔThe people have the right and duty to participate individually and collectively in the planning and implementation of their health careÕ. 1 This vision was soon followed by a strategy for action with the launch of the WHO ÔHealth for AllÕ strategy. The strategy was based on three principles, one of which was community participation. By the turn of the century, international health agencies were analysing community participation in primary health-care programmes and developing effective methods to promote involvement. 2 Consumer movements in health, often accompanied by legislative support, are now features of the international health scene. Currently, strategies to effectively foster consumer participation are being developed in all stages of research from research priority setting to utilization. A recent Health Technology Assessment (HTA) Report found over 80 specific efforts to include consumers in identifying and prioritizing health research topics. 3 In the UK, the HTA programme integrates public perspectives by including members of the public on advisory panels to inform, prioritize and refine research topics and to peer review research proposals. The HTA equivalent in Canada, the Canadian Coordinating Office for Health Technology Assessment (CCOHTA), instead focuses on developing consumer involvement in decision-making committees. 4 In primary research, The Cochrane Collaboration, an international non-profit organization, also strives to include consumers in the work of their organization. Over 50 groups of the Cochrane Collaboration located across the world produce and promote systematic reviews of health-care interventions. One of the 10 principles of the Cochrane Collaboration is to Ôenable wide participationÕ, and this includes consumers (Box 1). 7 As the Collaboration recognized early that consumers should be active players in the review process and uptake, the Cochrane Consumer Network was created to increase worldwide consumer participation. In addition, many of the review groups in the Collaboration are independently endeavouring to include consumers in their work.
The Cochrane Musculoskeletal Group (CMSG) is a review group that has been working to increase consumer participation since its inception in 1993 (Box 2). Members of the CMSG review the literature to determine the best evidence for the interventions of musculoskeletal and arthritic diseases such as rheumatoid arthritis, osteoarthritis, ankylosing spondylitis and gout. Based in Canada, the CMSG has embraced the concept of knowledge translation as advocated by the Canadian Institutes of Health Research (CIHR). CIHR defines knowledge translation as …the exchange, synthesis and ethically-sound application of knowledge -within a complex system of interactions among researchers and usersto accelerate the capture of the benefits of research for Canadians through improved health, more effective services and products, and a strengthened health care system. 8 The emphasis is on interactions or partnerships between researchers and users to facilitate the use of relevant research in decision making. CIHR defines users as researchers, health-care providers, policy makers, managers, industries and consumers. While the CMSG recognizes the importance of reaching all users, much of our work is focused on developing relationships with people with musculoskeletal diseases to enhance consumer participation in research.
Despite a dearth of rigorous evaluations of the benefits of consumer participation, there appears to be a general consensus about potential benefits. Benefits include creating an involved community that is better informed and recognizes the value of research and the research process; allowing consumers to influence research questions and priorities for more relevant research; increasing the accountability of researchers and funding institutions; creating opportunities for consumers to ensure research results are communicated to the community in a usable format; and ensuring that the research is used and applied in health care. 5, 6 To achieve these benefits, the CMSG has dedicated resources for involving the consumers in all stages of the review process, from setting priorities for review topics to synthesizing the best evidence in systematic reviews. Consumers are also involved in transferring knowledge to people making health-care decisions and in promoting uptake of the results of reviews.
Building a network of consumers
The first step in involving consumers was to recruit health consumers. In the Cochrane Collaboration, the term Ôhealth consumerÕ applies to anyone who uses, is affected by or is entitled or compelled to use a health-related service. A health consumer is anyone who is concerned with making wise health-care decisions, whether he or she is a patient, family member or caregiver. 9 It was felt by the Group that people with a musculoskeletal disease would be able to provide the content expertise and the most relevant patient perspective to the musculoskeletal reviews of the CMSG. Therefore, to obtain suggestions from active consumers who might be interested in participating, the CMSG approached the Canadian Cochrane Centre, the Cochrane Consumer Network, patient groups with similar interests (such as The Arthritis Society of Canada), health charities and other relevant societies. One of our key links was with members of the Arthritis Society, who had already built their own network of consumers interested in research and advocacy.
While most of our consumer members have musculoskeletal diseases and are active in other arthritis groups, they come from a variety of backgrounds and experiences. They include retired health-care professionals, writers and policy consultants. Most members are also based in Canada although international representation is advocated within Cochrane. Despite the fact that most correspondence between the CMSG and its consumer members is electronic, it has been easier maintaining and developing relationships with members in the same country as the editorial base. This national emphasis is likely the result of the cohesiveness of the arthritis community in Canada. There are many opportunities for face to face meetings and relationship building through strong arthritis initiatives. These initiatives are supported by the Institute of Musculoskeletal Health and Arthritis as well as the Canadian Arthritis Network. A future challenge for the Group is to increase the involvement of international consumers, possibly through contact with arthritis associations in other countries and the Cochrane Consumer Network.
It has also been a challenge maintaining consumer membership. Consumer membersÕ interests change, time and work commitments fluctuate, and the disease itself affects participation. Members can also participate as 
Roles of consumer members
With the advice and under the direction of the consumers, a clear (but continually evolving) set of roles for consumers was established early in the partnership. Armed with the background information about Cochrane and discussions over teleconferences, the group worked with the consumers to clearly define their areas of contribution. Recently, a number of initiatives were launched to try and define the roles of consumers with the Cochrane Collaboration. These initiatives, including Horey's 10 survey of consumers and discussion paper of Wale 11 , have provided valuable insight into the development of new roles for our consumer members. The benefits of consumer participation to the CMSG are evident in the specific activities of our consumer members (Table 1 ). In general, CMSG consumers provide their expertise in setting research priorities, producing systematic reviews and promoting awareness and use of CMSG reviews. Our topics for priority review have recently changed after surveying our consumer members and their affiliate organizations. Many CMSG systematic reviews focus on drug treatments, whereas the results of the survey clearly indicated that consumers want more information about complementary and alternative treatment options that they can implement themselves. The Group now encourages new review authors to consider reviewing this literature and current authors to keep these reviews up to date. Consumers also identified the need for more drug to drug comparisons, as most systematic reviews focused on drug to placebo comparisons. As peer reviewers, consumers provide valuable feedback on the clarity of the review, the outcomes and the need for further research. Many consumers have helped to identify research gaps, which review authors include in the ÔImplications for ResearchÕ sections of CMSG reviews. Concerns about generalizability are often raised by consumers and are again addressed by review authors in revisions.
When peer reviewing, consumers are also asked Ôwhat points do you think are the most important to tell a consumer about this review?Õ Responses are fed directly into the content for consumer synopses and summaries of the CMSG reviews. In addition, our consumers have been an integral part in the development of the format of our consumer summaries. Consumer summaries of CMSG reviews have been continually developed and written over the past 10 years with the help of our consumer members. There has been an ongoing commitment of the Group and the consumers to provide health information from our reviews in a consumerfriendly format. Today, our consumer summaries are presented in a question and answer format as opposed to a scientific format, which was more difficult to follow. Consultation with the consumer group also strengthened the theory that consumers need different amounts of information to make health-care decisions. For this reason each review is written as a short consumer summary, long summary and decision aid. These consumer summaries are posted on the Arthritis Society of Canada web site (http:// www.arthritis.ca) and advertised in other Arthritis Society and Canadian Arthritis Patient Alliance communications. This wide dissemination of consumer-friendly information would not have been possible without the links developed with other arthritis consumer organizations that our consumers have helped to build. 
Roles for CMSG consumers Activities
Setting research priorities Canvas consumers for research priorities The CMSG scope and topic list and a priority survey were sent to all consumers from the consumer member's relevant organizations for their input. The scope, topics and priority areas for reviews were modified.
Production of systematic reviews Assist with editing of systematic reviews Every protocol and review receives comments from three peer reviewers including one consumer. The consumer group worked with the CMSG to develop a critical appraisal form for peer reviewing systematic reviews that address consumer issues. 
Responsibilities of the CMSG
Consumer participation is not a one way streetthe CMSG has learnt from experience that the Group has responsibilities to maintain consumer involvement. It is essential to support consumers by providing training, frequent communication and acknowledgement of their contributions (Table 2) . Meeting these responsibilities has resulted in greater consumer participation and engagement. Our members have personally communicated that they feel part of the team and are also personally benefiting from the experience. Many report that peer reviewing is an excellent opportunity to keep abreast of the current evidence about treatments that affect them individually and collectively. They also like seeing concrete products of their involvement and participation in the group; published reviews and consumer summaries are much more tangible and immediate than some of the results of their advocacy work to change health care and policy. By providing positive feedback about their participation, our members have described that they have a sense of fulfilment and satisfaction from the work they do for the Group.
Providing training is one of the key responsibilities of the Group that also benefits our consumer members. Training is not only in the systematic review process but also in evidencebased health care. Our consumers have been able to use these skills when advocating for arthritis in general and when participating in other scientific committees. As most of the CMSG consumers have the disease background and patient perspective, training from the CMSG has focused on increasing the scientific background of the members and task training. Therefore, training has focused on the skills needed to perform their primary tasks. These tasks include refereeing reviews, making information available in a consumer appropriate format and informing research priorities. Training starts with one-on-one coaching by providing background material on the systematic review process, as well as running consumer workshops ranging from basic research orientations to appraisal techniques and understanding statistics. Continuing education is also provided through Annual Cochrane Colloquiums and Canadian Cochrane Centre Symposiums. At the 2004 Cochrane Colloquium in Ottawa, the CMSG presented and conducted workshops on evidence-based health and informed decision making, writing consumer summaries and understanding statistics in Cochrane reviews. The conferences provide excellent opportunities to overcome the challenges of training by e-mail, as well as opportunities to acknowledge consumer members and maintain relationships and contacts.
Conclusion
Researchers and consumers have the opportunity for a mutually beneficial sharing of knowledge. 12 In choosing a more participatory path to knowledge, researchers can benefit from wider expertise, and be reminded constantly to put people and their needs first. 13 But public participation in health care and its benefits cannot be achieved without the direct involvement of the consumer voice and influence. The effectiveness of that involvement is determined by the characteristics of both the consumer members and the work environment. 12 Consumer involvement in the CMSG builds on the co-operative spirit that exists within the Cochrane Collaboration. In the CMSG, staff members and the consumer members realized early that they needed to work together to determine and fulfil mutually beneficial roles and goals. The roles of consumers in the CMSG are focused on three main areas to ensure more relevant research: setting priorities, peer reviewing and translating the results of systematic reviews. By involving consumers in setting the research priorities, the CMSG is more confident that their reviews are timely and relevant to the consumers. Furthermore, by involving consumers in the peer review process it is more likely that CMSG reviews answer the questions consumers have about health-care interventions for musculoskeletal diseases. With the assistance of the consumer members, the CMSG is actively ensuring that the information from their systematic reviews is reaching the consumers. The CMSG is also ensuring that this information is in a usable format so that it can be used in evidence-based decision making. It is clear to the CMSG that the enthusiasm and involvement of the consumer group is beneficial and will positively affect health care. It is hoped that our example of consumer participation will continue to inspire new consumer-driven initiatives. Partnership with consumers in research, as in healthcare, is essential.
